Background: We aimed to explore factors associated with health service utilization and preference for services, including alternatives to attending the
are more likely to attend the ED than matched controls. 3 As most cases with IBD presenting to the ED do not get admitted to hospital, it is likely that these individuals could be managed appropriately in a less costly alternative setting. Among the primary reasons for using the ED in general is the severity of ailment and perceived lack of alternative care. 4 Because the ED is a relatively expensive and intensive form of care provision, it is important to understand what types of care persons with IBD consider when they have different degrees of active symptoms and also what types of care provision they would like to see available.
We surveyed a population-based sample to explore issues of access to care by persons with IBD. The aims of our study were the following:
1. To evaluate factors associated with health service utilization including the ED. 2. To consider intended service use when experiencing periods of severe or mild to moderate symptoms. 3. To consider interest in using alternative services if they were available. 4. To compare the preferences for urgent and routine care pathways among persons with IBD with either high or low health anxiety.
METHODS

Sample
A total of 2744 persons aged 18-65 years in the populationbased University of Manitoba IBD Research Registry 5 were mailed a survey that included questions on access to care as well as disability and workplace issues. The Registry includes approximately half of all Manitobans with IBD, and it has previously been shown to have similar demographic characteristics to the overall IBD population in Manitoba. 6 Participants were randomly assigned into 6 mailing batches of approximately 450. Letters were sent out in batches every 3 months starting in the summer of 2015 to different prospective participants, to account for possible seasonal differences in the demographic and disease background of those choosing to respond. To enhance the survey response, we used Dillman's Tailored-Design Method, 7 which is the most comprehensively researched method to maximize returns in community surveys. This involved 4 sequential mailings to potential participants that included (1) a letter from the research team introducing the survey and indicating that they would be receiving the survey and an invitation to participate shortly, (2) a cover letter describing the importance of the research and inviting them to participate along with a copy of the survey, a consent form, and a stamped return envelope, (3) a letter that reminded them to participate and thanked those who had participated, and (4) for those who had not responded, the same items as in mailing 2. This study was approved by the University of Manitoba Research Ethics Board.
Survey Measures
Sociodemographic and Disease Information
The first section of the survey asked questions concerning age, sex, marital status, education, IBD diagnosis, age at IBD diagnosis, and past surgery. The specific survey questions in this area and the following sections are included in Supplemental Digital Content 1, http://links.lww.com/IBD/B603.
Health Services Questions
In this part of the survey, participants were asked if they have a family doctor and/or nurse practitioner and whether or not they had seen a gastroenterologist or surgeon in the last year for their IBD. Then, they were asked, "if you were having SEVERE symptoms related to your IBD, how likely would you be to take EACH of the following actions?" They were provided with a list of 12 actions, which they could respond to on a 5-point scale ranging from 1 (very likely) to 5 (very unlikely). This set of questions was followed by a similar set of questions, but asking, "if you were having MILD TO MODERATE symptoms related to your IBD, how likely would you be to take the following actions?" A similar list was provided, and these items could be rated on the same 5-point rating scale. The next set of questions asked, "if you had an important question about IBD or its treatment, how likely would you be to take EACH of the following actions?" Again, a similar list was provided. Then, participants were asked if they could call their gastroenterologist or surgeon for advice if they needed to, or can they make an urgent (within 1 week) appointment if need be. Finally, participants were asked about services for urgent problems with IBD, which are not currently available but which may be available in the future and how likely they would be to use such services. Again, these items could be rated on a 5-point scale from 1 (very likely) to 5 (very unlikely).
Short Health Anxiety Inventory (HAI)
The HAI is a widely used and validated measure of health anxiety. 8 The scale has 18 items, 14 comprise the main scale, whereas 4 supplementary items assess the perceived negative consequences of becoming ill. These 4 items were not included in this study. The developers found it to have excellent internal consistency and test-retest reliability. A recent meta-analysis by Alberts et al 9 found the HAI to be a psychometrically sound instrument.
Inflammatory Bowel Disease Questionnaire
The Inflammatory Bowel Disease Questionnaire (IBDQ) was developed by Guyatt et al 10 to assess health-related quality of life in patients with IBD. More recently, Pallis et al 11 reviewed the validity and reliability studies of the IBDQ and found it to be both a valid and reliable instrument. The IBDQ is composed of 32 items, including a 10-item bowel symptom subscale, which includes questions related to bowel movements and general bowel symptoms. The sum scores of this subscale range from 10 to 70, where 10 represents severe bowel symptoms and 70 represents no symptoms. Each question has graded responses from 1 (worst situation) to 7 (best situation); the anchor phrases vary depending on the question. For example, 1 item is How much of the time during the past 2 weeks have your bowel movements been loose? Responses to this question range from 1 (all of the time) to 7 (none of the time).
Data Analysis
Descriptive statistics (proportions and mean with confidence intervals [CIs]) were calculated for the sociodemographic variables and the health services questions. The health services questions' 1 to 5 rating scales were categorized into 3 as follows: 1 to 2 ¼ likely or very likely, 3 ¼ not sure, and 4 to 5 ¼ unlikely or very unlikely. The proportion of participants that provided likely or very likely responses are presented in the tables. We explored the differences in sample characteristics and care preferences for those with high and low health anxiety. The high health anxiety group was comprised of individuals with an HAI sum score who were in the top 10% of all participants, whereas the low group was the bottom 90%. The rationale for this cutoff is because population-based studies have found the prevalence of clinically significant health anxiety to be in this range. 12 We also conducted logistic regression analyses to explore the demographic, bowel symptom severity, and anxiety predictors of health service utilization over the previous year and predictors of being likely or very likely to use the ED when having severe symptoms related to their IBD. For these analyses, the continuous variables were categorized into dichotomous variables using a median split. For instance, age was dichotomized into 52 years and younger (young) and 53 years and older (old), and symptom severity (from the bowel symptom subscale of the IBDQ) was dichotomized into 57 and higher (mild) and 56 and lower (severe).
RESULTS
A sample of 1143 persons aged 18 to 65 years in the population-based University of Manitoba IBD Research Registry participated in the survey (46% response rate). The disease type, rural versus urban residence, and disease duration of those who did return the survey were similar to those who did not return the survey (data not shown). However, survey participants compared with nonparticipants were more likely to be women (61% versus 55%, P , 0.001) and were older (M ¼ 50.3 SD ¼ 10.9 versus M ¼ 48.3 SD ¼ 10.9, P , 0.001). Of the 1143 completed surveys, 1107 completed the HAI. Those who did not complete this measure were included in the overall analysis but not in the comparisons between those with high and low health anxiety. There were no significant differences between the 36 participants who did not complete the HAI and the rest of the participants. Table 1 presents the sample's sociodemographic information. Overall, the sample had slightly more women (61%) and a mean age of 50 years old. Most of the sample were married, and they had on average of approximately 3 years of education after high school. Both groups were reasonably balanced between people with Crohn's disease (CD) and those with ulcerative colitis (UC). More than half of the sample (61%) had seen their gastroenterologist in the last year, and 9% visited the ED for their IBD in the last year. Almost the entire sample (95%) indicated that they had a family doctor. Only approximately one-third of the total sample felt that they could contact their gastroenterologist for an urgent appointment (within 1 week) if they needed to, and 42% felt that they could call their gastroenterologist for telephone advice if they needed to. In the high health anxiety group, the mean age of participants was 47 years old, and it had slightly more women (64%) than men. The high health anxiety group had a significantly smaller proportion of individuals who reported that they were married (66% versus 75%, P ¼ 0.046). The high health anxiety group had a larger proportion of patients who reported having seen their gastroenterologist in the last year for their IBD (78% versus 61%, P , 0.001). Table 2 summarizes the results of the multivariate logistic regression models evaluating predictors of several aspects of Table 3 presents the results for the likelihood of taking actions if they were experiencing severe symptoms. Overall, the most likely courses of action were to make an appointment to see regular GE/GIS (67%), phone regular GE/GIS (64%), make an appointment to see family doctor (59%), phone family doctor (52%), and go to an ED (48%). A significantly higher proportion of individuals in the high health anxiety group compared with the low health anxiety group indicated that they would go to an ED (64% versus 47%), search the Internet for information (63% versus 45%), and go to a specialty Website about IBD (60% versus 43%). Table 4 presents the results for the likelihood of taking actions with mild to moderate symptoms. There were no meaningful differences between the high and low health anxiety groups in actions they would take in this situation. If they were having mild to moderate symptoms, the courses of action that were likely or very likely to be taken by both low and high health anxiety groups were to wait it out as long as they can (approximately 60%), make an appointment to see regular GE/ GIS (approximately 45%), or phone their regular GE/GIS (41% in low and 47% in high). Considering the overall sample, only 12% reported that they would be likely or very likely to go to an ED. When participants were asked, in the event they were having urgent problems with IBD, about their likelihood of seeking services not currently available but which could be made available in the future, respondents in the low and high health anxiety groups provided a similar pattern of responses, overall (Table 5 ). They would be very likely or likely to use the following services: telephone contact with a GE, not necessarily their own (73% in low versus 82% in high), telephone contact with an IBD nurse (76% in low and 78% in high), going to a specialized GE clinic (70% in low and 76% in high), and telephone contact with family doctor with specialized IBD knowledge (67% in low and 74% in high). A higher proportion of individuals in the high health anxiety group (71% versus 58%) indicated that they would be likely or very likely to use a service where one could email urgent questions about IBD symptoms and receive individual feedback. Of those who reported attending the ED in the last year, 76% indicated that they would be likely or very likely to go to a specialized GI clinic to see a gastroenterologist (not necessarily their own). Table 6 summarizes the results of the logistic regression evaluating predictors of ED visits if they were experiencing severe IBD symptoms. Women (OR ¼ 1.37, 95% CI ¼ 1.04-1.81; compared with men), persons with CD (OR ¼ 2.97, 95% CI ¼ 2.26-3.90; compared with persons with UC), and persons with high health anxiety (OR ¼ 1.77, 95% CI ¼ 1.08-2.88; compared with low health anxiety) indicated that they would be more likely to go to an ED.
If respondents had an important question about IBD or its treatment (see Table, Supplemental Digital Content 2, http://links.lww.com/IBD/B604), the courses of action most commonly reported in both the low and high health anxiety groups were similar overall. The 3 actions that were rated as likely or very likely by the highest proportion of respondents were to go to a specialty Website about IBD (65%), search on the Internet for information (64%), or phone their regular GE/ GIS (52%).
DISCUSSION
This is one of the first studies to address patient preferences for routine and urgent care for IBD. In a population-based study with administrative data, our group has previously shown that persons with IBD attend at the ED more often than matched controls. 3 Although many did get admitted to hospital, suggesting attendance at the ED may be appropriate for some, most were not admitted, which suggests that alternative approaches would be suitable for others. 3 This study, assessing health care utilization and intentions by self-report, found that those with more severe symptom activity (based on the bowel symptom subscale of the IBDQ) and those with high health anxiety were more likely to have attended the ED in the last year for their IBD and other medical problems. Current models of ED care often fail to meet the complex needs of persons with chronic diseases. 13 In the case of IBD, ED use may lead to redundant and expensive investigation such as repeated computerized tomography. 14 Patients seen in the ED for chronic illnesses are at greater risk of adverse outcomes than other persons presenting to the ED. 15 A number of alternatives can be considered to reduce unnecessary ED use. In a survey of patients' preferences for general health care performed with 5 rural clinics in The Netherlands, providing quick service for urgent health problems was rated very important by the largest proportion of respondents. 16 It is likely that individuals with IBD in this study view the ED as being the most accessible form of urgent care. Their responses also showed that they were interested in other alternatives for urgent services, including telephone contact with a GE nurse, GE, or family doctor with specialized IBD knowledge. Nearly two-thirds of the sample indicated that they had seen their GE in the last year; however, less than one-third felt that they could make an urgent appointment with their GE if they needed to. This suggests that patients may not feel comfortable calling their GE or would not expect a prompt response during periods of new severe symptoms. A simple solution would be to arrange for the availability of urgent telephone consultation and prompt clinic visits when required. A problem here is that telephone consultations are not routinely reimbursed in many health care systems including the Canadian system. This can be an effective care option, although it is unlikely to be performed effectively if it is not well designed and adequately funded. Furthermore, GI specialists and family physicians often do not have openings specifically for urgent care appointments. In a recent systematic review of 11 studies, the authors found that open-access appointments and other patient-centered interventions such as telephone or email consultation may assist in reducing the wait times for primary care 73% (70%-76%) 82% (75%-89%) Going to a clinic with family doctors with a special interest in IBD 59% (56%-62%) 58% (49%-68%) Going to a specialized gastroenterology clinic to see a gastroenterologist (not necessarily your own) 70% (67%-73%) 76% (68%-84%)
CIs that do not overlap between low and high health anxiety groups are bolded and indicate a significant difference.
appointments. 17 These findings underscore the importance of developing services for persons with IBD that allow for urgent consultation without requiring an ED visit. In this study, individuals with more severe bowel symptoms (compared with those with milder symptoms) were more likely to have seen their GE or GIS, attend the ED for their IBD, and attend the ED for another medical problem. This is consistent with previous research that has found greater disease activity to be associated with greater health care utilization and costs in IBD. 18 We also found that individuals with CD were more likely to indicate that they would go to the ED than those with UC if they were having moderate or severe symptoms. In a U.S. study using data from the National Ambulatory Medical Care Survey, the authors reported that between 1994 to 1996 and 2003 to 2005, there was a 165% increase in annual IBD-related ED visits. Most of these visits (81%) were persons with CD. 19 Severe symptoms in those with CD, such as severe abdominal pain, may be more debilitating than that among those with UC, leading to a higher likelihood of those with CD to visit the ED. Because ED utilization by individuals with IBD is rising, if alternative pathways to care were made available, perhaps the use of the ED by persons with IBD could be reduced. The problem with the ED is that it is a relatively expensive format of care provision, it often involves long wait times, and seeing a physician that one has not seen before, which may lead to unnecessary tests. Other alternatives favored by our survey respondents included access to nurse specialists and also web-based information, depending on the acuity of the problem.
In a study using data from the Australian National Survey of Mental Health and Wellbeing, Bobevski et al 20 examined the relationship between health anxiety and health service utilization. They found that those with health anxiety were more likely than those without to use mental health and medical specialist care providers. In another Australian study, Sunderland et al 12 reported that a significantly higher proportion of those with health anxiety, compared with those without, sought family doctor and specialist consultations regarding their mental health. Similarly, in a sample of individuals with substance use disorders, health anxiety was found to be positively associated with past-year ED visits, and predicted ED visits after controlling for demographic characteristics. 21 In an Australian survey of health professionals from a variety of disciplines, most respondents indicated that they included a mental health assessment in their care. 22 Psychosocial support may be particularly important in persons with IBD especially, given the findings in this study and previous research by our group and others showing a bidirectional relationship between IBD and stress. 23 It would be helpful in future research to evaluate whether increasing supports to persons with high emotional distress or high health anxiety reduces distress and has an impact on daily functioning, health care utilization, and the experience of IBD symptoms.
The World Health Organization outlines 8 essential elements to enhance care for chronic disease. 24 First involves a shift from acute, episodic care to care that is extended and includes regular contact. Second is to ensure that there is multidirectional information sharing among political decision makers, health care leaders, patients, and community members. Third is to integrate care and share information across different health care providers and settings. Fourth is to ensure that health care work environments are aligned with labor practices, agricultural regulations, education, and broader legislative frameworks. Fifth is using different health care personnel to assist with aspects of care, such as enhancing communication, counseling, and behavior change techniques. Sixth is to emphasize the importance of the patient taking an active role and responsibility in their own care. Seventh is to ensure that community support and services are in place to assist in managing chronic conditions. Finally, prevention should be emphasized by educating individuals about strategies to reduce onset and complications such as early screening and exercise. Overall, these guidelines suggest the importance of multidisciplinary, patient-centered care for those with chronic health conditions. Not all chronic diseases are the same or have similar management needs. It is important to gain an understanding for specific diseases as to viable options for enhanced care provision, which can improve quality of life and health status and reduce the use of costlier and less effective options such as ED visits. In IBD, there has been very little research on care models that can accomplish these outcomes. Before implementing new management approaches, it is important to determine the preferences for information and care access of persons affected by a specific chronic disease, as was accomplished in this study. One aspect of a well-designed chronic care model is ensuring that patients are well informed about their health condition and self-care approaches that are important for managing one's disease on a daily basis. Respondents in this survey reported that seeking information on the Internet was among the more likely actions if they had an important question or needed urgent help with problems. The available IBD-related information on the Internet is of variable quality. 25 Hence, it would be helpful to make high quality information available to practitioners and patients concerning important issues in managing IBD.
Consistent with the goal of improving care for chronic disease, an IBD research group from Australia evaluated the effectiveness of a formal IBD service, following a chronic care model, using a prospective cohort study. This IBD service included a 24-hour nurse provided telephone helpline, protocols for managing blood tests, patient information resources, and scheduled telephone follow-up for those presenting with active symptoms at clinic visits and after discharge from inpatient services. The authors found that their IBD service led to lower inpatient cost of care and lower health care utilization related to IBD, and those with CD had fewer readmissions, compared with matched controls. 26 Once admitted to hospital, among those with IBD, length of stay was significantly lower among those who had care from a gastroenterologist compared with those followed by physicians from general practice, surgery, or emergency medicine. 26 
Limitations
Although this study has the advantage of using a population-based sample, it has several limitations. The response rate in this study (46%) is somewhat lower than the average 65% response rate reported in a systematic review of postal health surveys. 27 However, length of the survey has an important impact on response rate, and many of the surveys assessed in that review were much briefer than our 40-page survey, suggesting that the response rate in this study is quite favorable. Although the survey responders and nonresponders were quite similar in most of the areas we assessed, it is possible that they differed in other ways that we were not able to assess. As an example, responders may have had higher or lower health service utilization or health anxiety than nonresponders (nonresponse bias). 7 In future research, it may be helpful to explore these relationships in other settings, such as outpatient clinics, with brief surveys, where it is possible to obtain a higher response rate albeit with a sample that is not population based. The self-report, retrospective design of the survey required respondents to recall ED and gastroenterologist visits that may have occurred over the last year or earlier. It may have been difficult to recall exactly when these visits occurred. Administrative data tracking health care utilization more precisely could be used in future research considering factors associated with health care utilization. Health anxiety was an area of focus of this study. We hypothesized that it would be related to health care utilization. It would be helpful for future research to assess other aspects of emotional distress including depression to allow for a more refined evaluation of the association of emotional distress and health care utilization. It is possible that preferences might change for those who are feeling more acutely ill, anxious, or distressed. The IBD symptom measure used in this survey was very brief and did not track specific symptoms that could influence the decision to seek urgent care, such as rectal bleeding or severe abdominal pain. The questions in this study inquired about hypothetical situations where respondents might be experiencing symptoms of varying levels of severity. We cannot be certain that their description of their actions in hypothetical situations would match their actions when encountering such situations in real life. In future research, it would be helpful to assess individuals who have recently experienced an exacerbation of symptoms (mild or severe symptoms) and inquire about what actions they would be most likely to take at that time. Although this study has suggested a variety of alternative services for urgent care, it will be important to have studies similar to the Australian study of the chronic care model 26 to evaluate the real-world impact of service changes.
SUMMARY
In conclusion, persons with IBD are interested in choices other than accessing the ED when they are experiencing severe symptoms; however, attending the ED remains a prominent choice. Improved access to specialized care may improve timeliness of care and reduce ED attendance, particularly in those with CD. Although there are a variety of approaches that could be taken to improve models of care, Sack et al 26 provide encouraging evidence for an IBD chronic care model. In such a model, it is important to include both regular and urgent care options, particularly when it is for a disease that spans the age spectrum and includes both a cohort of persons who may need frequent intense care and a cohort of persons who need little care for extended periods. 14 Challenges in studying new service delivery models include standardizing the interventions and outcome measurements and the need for studies of cost effectiveness of alternative models. 28 Providing additional support and guidance to people with high health anxiety may also help reduce the use of ED services during periods of symptom exacerbation.
